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ALZHEIMER'S PPRN

Patient & Caregiver-powered Research Network
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AD-PCPRN Goal and Specific Aims

m Overall goal: To accelerate development of effective
treatments for Alzheimer’s disease and related dementias

m Specific Aims

» Connectpatients, caregivers, and researchers focused on
developing, conducting, and disseminating patient-centered dementia
research

» Recruit, engage, and educate individuals at risk for or with
Alzheimer's Disease and related dementias and caregiversin a
patient-centered network

» Screen, refer, and enrollindividuals in Alzheimer's trials and
observational studies

» Increase diversity in Alzheimer's trials through outreach to
minority populations, especially African Americans and Latinos
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BrainHealthRegistry.org:
Web portal for recruitment, engagement &
longitudinal monitoring
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Brain Health Registry: How It Works
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AD-PCPRN participants in the Brain
Health Registry

m Total of 30,944 participants enrolled
» Age 55+

» Interested in learning about future research opportunities

m Longitudinal data collected from 12,975
» Retention rate of ~40% over 2 years of follow up
» 31% complete all tasks

» 64% provide enough information to assess whether they
are likely to be eligible for AD trials

Geographic distribution of participants
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Demographics

Age Distribution Gender

- Unknown
-J B Male
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Demographics
Race & EthniCity Unlfnown
&% African American =II:laJt":.(;tino

I 2.1% Asian
86.7% Caucasian
1.2% Declined To State
B2.8% Mixed
0.3% Native American
2.3% Other
0.1% Pacific Islander

Educational Attainment

2.2% Grammar School
INSISFENEIER School
. 3 L] 1
['8.5% 2 Year Degree
25.1% Masters Degree
5.1% Doctoral Degree
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Alzheimer’s risk factors

Family History of Alzheimer's

Unknown

Bl Yes

BnNo

Memory Concern

'Unknown

M Yes
B No

How does the AD-PCPRN facilitate AD
clinical study recruitment?

Recruitment Strategies
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Prescreening participants for AD clinical
trials

Entire AD-P?PRN (30,944)

Cognitive test scores

Self-report memory problems or
concerns

Common exclusion criteria( medical conditions,
medications, etc.)
Risk factors: family history, age, etc.

Eligibletarticipants

ADPCPRN participants likely to be eligible
for Alzheimer’s trials

Cognitively-normal
7082
Prescreened Ineligible
21,344 '
> Age \
> Medical exclusion ‘ "
> Not enough info. Possible

cognitive
Impairment
2071

Self-reported
dementia
447




Referral of AD-PCPRN participants to
clinical studies

m 10,001 participants have been referred to 10
Alzheimer’s and aging clinical studies

» Large, observational studies (late life depression, healthy aging,
olfaction)

» Randomized treatment trials
» Validation study of online tests

m 757 participants have been enrolled in studies
» Vast majority are enrolled in observational or validation studies

» A major challenge has been to successfully enroll in treatment
trials




